In 2003, the Haitian Study Group on Kaposi's Sarcoma and Opportunistic Infections (GHESKIO), a nonprofit organization, began administering antiretroviral therapy (ART) to its patients. This practice transformed HIV from a fatal disease to a more manageable chronic condition. However, relatively few studies focus on the experiences of survivors. This study provided a unique opportunity to interview patients who survived at least 10 years after being treated with ART at GHESKIO. The goal of the study was to elicit from patients their perspectives on what enabled them to survive with AIDS. Grounded Theory, a qualitative research method was used to guide data collection, coding, and analysis. Individual interviews were conducted, audio-taped, transcribed and analyzed in Creole, and translated into English. Data saturation was reached at 25 participants. Of which, 64% were women, the mean age was 49, range of 43-55 years, 24% were married, 44% had not completed elementary school, and 72% had no income, the remaining participants had incomes ranging from $1000 to $5000 annually. Qualitative analysis resulted in 681 codes, which were grouped into six categories: being spiritually grounded, having supportive interactions with providers, caring for children, setting personal goals, persevering and living life as usual, and maintaining strict medication adherence practices. The overarching theory was that having a reason to live despite one's circumstances and living life as usual enabled one to survive. Having a strong spiritual foundation coupled with supportive family and providers motivated participants to live and adhere to their ART. As the number of patients who are living longer with HIV in Haiti increases, results from this study will be important in helping tailor interventions that enhance their overall quality of life.
Introduction
A mong Caribbean countries, Haiti has the highest prevalence rate of HIV. Approximately 2.2% of adults are diagnosed with HIV. 1, 2 The HIV epidemic in Haiti is further complicated by abject poverty, limited educational opportunities, high unemployment rates, devastating natural disasters, and a fragile political infrastructure. However, despite these circumstances, over the past decade, the rate of new HIV infections in Haiti fell by *54%. 3 This downward trend has been attributed to strategic efforts of the local health ministry, community-based organizations, faith-based organizations, and nongovernmental organizations. These efforts included engaging community-based organizations, training community health workers, instituting guidelines to reduce mother-to-child vertical transmission, and initiating directly observed therapy. 4 The Haitian Study Group on Kaposi's Sarcoma and Opportunistic Infections (GHESKIO) has played a pivotal role in decreasing the prevalence of HIV in Haiti. GHESKIO is a nonprofit organization formed in 1982 by a group of Haitian health professionals that provides HIV care with education on sexually transmitted infections, nutritional support, and economic development. 4 A unique aspect of GHESKIO is its strong research mission supported through collaborations between Haitian physician-scientists and community partners. 5 In 2003, GHESKIO initiated antiretroviral therapy (ART) treatment and distributed it free of charge to all patients with AIDS. The advent of ART therapy in Haiti ushered in a new era of treatment and led to an unprecedented rate of survival. The 1-year survival of 30% improved almost threefold after the initiation of ART. Ten-year survival was *70%. 6 These survival rates must be viewed in the context of the social and economic conditions that exist in Haiti.
Survival in the middle of political unrest, economic turmoil, and one of the most devastating earthquakes in the western hemisphere underscores the resilience of the people of Haiti. [7] [8] [9] In many countries, including Haiti, HIV, once an inevitably fatal disease, has now become a chronic and more manageable condition. 10, 11 The conceptual basis for this study was the observation that despite these dramatic social and political events in Haiti, people have lived with AIDS for over a decade in the middle of dire circumstances.
This study uses qualitative methods to elicit patients' perspectives on what enabled them to survive. In this study, survival was viewed as a process and not just an outcome. The experience of living with AIDS is complex and cannot be easily captured or enumerated with quantitative methods alone. A qualitative research approach is best suited for this study because it allows patients to describe their experiences in their own words. Qualitative methods have been used extensively in AIDS research to provide insight into patients' experiences. 12 Phenomenology and Grounded Theory are two approaches that are often used in qualitative research. Both Grounded Theory and phenomenology have in common the goal of understanding lived experiences. Phenomenology tends to be descriptive and answers the question: ''What was the experience of living with AIDs like?'' The Ground Theory technique takes this a step further and asks ''How did they survive?'' Phenomenology provides a composite description and Grounded Theory provides an explanatory theory. 13, 14 Therefore, Grounded Theory methodology was used as the qualitative approach in this study.
Grounded Theory methodology is an iterative process in which data analysis is done concurrently with data collection. When applying a Grounded Theory methodology, there is no a prior hypothesis, rather a theory is developed from participants' responses.
14,15

Methods
Sample and recruitment
This qualitative study is nested within a larger study looking at cumulative survival at 10 years after the initiation of ART at GHESKIO. The methods to ascertain survival have been described elsewhere. 6 Of the 910 patients at GHESKIO who initiated ART from March 1, 2003, through April 30, 2004 , at 10 years, 53% were alive and retained in care at GHESKIO clinic, 27% were deceased, 12% were lost to follow-up, and 8% had transferred to another clinic. 6 This qualitative study was conducted among patients who were recruited from this cohort and are alive and still receiving care at GHESKIO. Interviews began in December 2014, 10 years after the first initiation of treatment. Participants were recruited from the GHESKIO clinics; they were approached by the clinic's nurses and told about the study. Given the stigma that is associated with HIV in Haiti, careful steps were taken to ensure that all participants understood the rationale for the study and understood the reason for their participation. Participants were asked to complete a questionnaire detailing information about the study as a means of assuring that they understood the objectives of the study and their role in the study. There was a detailed discussion on the goals and outcomes of the study and on how this information would be used.
Participants were recruited from GHESKIO by a nurse who scheduled routine follow-ups. During their routine visits, patients who had been receiving ART at GHESKIO for at least 10 years were told about the qualitative study. Thirty patients were approached, 27 expressed an interest in hearing about the study and were referred to the study's principal investigator. Among patients who were referred, 26 signed informed consent, one declined because she wanted to consult her husband before consenting, and another signed the consent, but did not return for the interview. Participants received 100 Haitian gourdes (1.5 US $) for cab fare.
Data collection
The interviews were conducted in Haiti at GHESKIO during an 8-month period from December 2014 to August 2014. Interviews were conducted individually using a semistructured format. Each interview was audio-taped, then transcribed verbatim. Questions focused on understanding how participants survived in the middle of challenges over the 10 years since starting ART. There were four questions: (1) In general, how are things going for you? (2) Tell me what life has been like for you during the past 10 years; (3) What has it been like for you living with AIDS and what has been your experience on ART, what has made it harder or easier to take your ART? (4) What is your greatest hope (aspiration) for the next 10 years? The first question was to set the stage for the discussion and used as an introductory question. Subsequent questions focused specifically on life with HIV and experiences on ART. The interviews were all conducted in Creole by a Haitian investigator who received formal training in qualitative research.
After the first five interviews were conducted, analysis was done and new questions were added. For example, several participants in the study described the importance of religion and having children. Therefore, as subsequent participants were interviewed, additional probing questions were asked to gain further insight into specific dimensions of religion and having children. Participants were asked about coping strategies that they used to overcome challenges and accomplishments that they made during the 10 years. No new questions were added after the 20th interview. However, interviews continued in an effort to recruit more men. 16, 17 No questions were eliminated. The study was approved by both the GHESKIO and the Weill Cornell Medical College Institutional Review Boards. All study participants provided written informed consent.
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Data analysis
The steps used in data analysis included developing codes, categories, and overarching themes. 15 Codes are descriptive labels or tags that represent key ideas that are being conveyed in individual responses. Codes can be actual responses or select words from the transcripts. Each code was reviewed for similarities and frequency of occurrence. Similar and reoccurring codes were then grouped into larger categories. Categories were then analyzed to identify recurring and dominant themes, similarities, and patterns. This analytic process continued until no new findings emerged. In qualitative research, this is called the point of theoretical saturation. 15, 18 Detailed notes were taken, categories were compared and contrasted, a method known as constant comparative analysis. The review of these notes or memos led to the construction of an overarching theory that explained from the participants' perspectives how they were able to survive after 10 years of starting ART treatment.
This study was a cross-language study done in Creole and translated to English. An important consideration for this study was ensuring that interpretation of the qualitative data did not differ from its true connotation in the original language. In an effort to maintain the true essence of survival as was being described in Creole, additional steps were taken to ensure that participants' responses retained their authenticity and true meaning. 19, 20 Codes and categories were developed in Creole and were then translated to English. A bilingual team of investigators reviewed the final codes and categories in both Creole and English and jointly developed common themes in English. The analysis used a collaborative approach to translation during which two Bilingual investigators sat side by side and discussed the themes. Rather than a word-for-word back translation of themes, the investigators discussed their underlying meaning. 21 The techniques used represent more of a collaborative iterative approach to translation. 22 Alternative meanings of each theme were discussed until a consensus was derived. The final results were reviewed by a panel of volunteers, investigators, and clinicians at GHESKIO. The final codes and categories are presented in English for the purpose of this article. There were 12 people on the research team, which comprised both Americans and Haitians, of which 8 were physicians, the rest were graduate students and staff at GHESKIO. All Haitian investigators were bilingual. Four of the investigators (two Americans and two Haitian investigators) read all of the transcripts and coded responses. The final set of codes and categories were given to the remaining members of the team for their review. If they disagreed with the way a response was coded or on a particular category, alternative codes or categories were discussed until a consensus was reached.
Results
Data saturation was reached at 25 participants. As shown in Table 1 , 64% were women, 24% were married, and 44% had not completed elementary school. The majority of participants (72%) did not have a source of income for the past year; the remaining participants reported incomes ranging from $1000 to $5000 annual income. The mean age was 49 (43-55 years). These demographics closely approximate statistics reported in other studies on the HIV population in Haiti. 23 Interviews lasted about 45-60 min. At the time of the interview, the duration of antiretroviral treatment ranged from 10 to 12 years; 16% of participants started ART between the ages of 13 and 24. Interviews resulted in 681 different responses that were coded; similar codes were grouped into the following six categories: being spiritually grounded, having supportive interactions with providers, caring for children, setting personal goals, persevering and living life as usual, and maintaining strict medication adherence practices.
Being spiritually grounded
The following quotes illustrate the strong religious culture of Haiti. Responses depict the role of God and faith in their lives. Many participants alluded to God several times in their responses. God was described as a major reason for their survival. Many participants stated that their interactions with their church gave them a sense of purpose. Despite being ill, remaining active in church events was an important aspect of survival. The following statements are examples of the importance of being spiritually grounded. Despite living with HIV for 10 years, some participants had not disclosed their status to family members. Having God to confide in was essential for some participants who felt that they were unable to disclose their status to anyone else. Participants felt that God was the only one in whom they could confide. They described stress from not being able to share their status with others. The following are examples:
''My problem is that I was stressed because I could not find a person who could understand me to share this with. And I realized that if I tell someone about my status that person will share it with others.'' An important aspect of their relationship with God was an expectation of a cure. Participants described praying to God for a cure or even a miracle. The following are three illustrative quotes:
''I hope that God will make the cure available, as the treatment is now available to improve our health.'' ''The same way he let the disease enter my body; if he wants he can make it disappear.'' ''I always pray to God. I never stop doing that. I tell God that I'm waiting for a miracle from him.''
Having supportive interaction with providers
These responses highlighted the strong bond between patients and their providers. The role of providers may be particularly important if the patient has no one else to confide in about their status. Providers were an important source of emotional and tangible support for patients who are often bereft of the most basic necessities. Providers enabled survival by giving moral support or providing access to food and shelter. This support was demonstrated by all members of the healthcare team, doctors, as well as nurses and staff. Providers were highly revered and appreciated. It is important to note that these relationships come from many years of the GHESKIO staff working and partnering with the community at large. The following three responses depict the importance of the provider-patient interactions: ''The hospital provides me with food when they can, sometimes they spend 6 months feeding me; after 6 months, they take (help) someone else; after a year they take (help) me again.
Caring for children
Approximately 60% of the participants were women of child-bearing age at the time of diagnosis. Therefore, the role of children was a dominant category. Having children and supporting their children were perceived by some participants as factors that enabled them to survive. Children gave participants a sense of purpose. Participants wanted to rear their children and viewed the well-being and education of their children as a source of motivation. Participants had a desire to see their children grow up. Participants described hopes and aspirations of success for their children. ''The thing that I'm proud of is the fact of my daughter goes to university now. I prayed to God for that. I want her to be married before my death. I want God to keep me alive for that.'' ''I just wanted to live, because I didn't want to die letting go of my children. Who would take care of them? I don't know. They wouldn't be educated.''
Setting personal goals
Setting personal goals and persevering were strong attributes that characterized the respondents in this study. The participants did not allow their circumstances to define them or to limit them. Despite being diagnosed with HIV, many participants set long-term goals for themselves. Participants described a desire to stay healthy and have the ability to support themselves and their family. The following quotes are examples of the goals and aspirations that were voiced by participants: 
Persevering and living life as usual
Participants' responses provided insight into coping strategies that may have been adopted as a means of survival. Despite challenges that many faced, there was also a positive outlook and appraisal of their circumstances. Participants described ways in which they managed stress by joking or considering the burdens of others. Illustrative responses include the following:
''The most important thing is living with the disease like you used to live before you knew you were infected. Even if people are criticizing you, act as if nothing happened.'' ''Sometimes I give them jokes. I resigned on myself by giving jokes. That is how I confront life, in order to prevent stress from getting me down.'' ''I was born with the disease and I know that everybody has their cross to (bare) lift in life. And I sometimes say if I was not infected and I could be handicapped or blind or have cancer. If I had to choose (between these conditions) I would prefer being infected by the virus, because I can lift this cross but the other ones would be too heavy for me.''
Maintaining strict medication adherence practices
Having a positive attitude toward medication adherence was described as an essential aspect of living with HIV. Participants described strategies that they used to take their medications under less than optimal circumstances. For some participants, it meant having to take their medications clandestinely because they had not disclosed their status to close relatives. Participants devised strategies that facilitated adherence such as developing a routine or viewing medication taking as a daily act such as brushing one's teeth. These following responses reinforced the importance of medication adherence in their survival. ' 'I take my medicine as if I was taking vitamins. I may hide the bottle to avoid people from reading what is written on the bottle. But I don't mind, I just buy water and take my pills, I don't care.'' ''Even when my relatives do not know about my status, they know that I always attend to my appointments. I always take my medication. I told them that it is gastric ulcer medication.'' ''I know I cannot spend one day without brushing my teeth so I have to do the same when it comes to taking the medicine, it is a must for me like brushing my teeth.'' Another response was: ''So for me, it is like every day I wake up I have to eat, it is the same for the medication.'' ''When I do not take the medicine, I feel upset, nervous, stressed, I feel I have one day missing in my life.''
Discussion
The devastating impact that HIV and AIDS have had on life expectancy and mortality in Haiti is well known. However, less is known about the factors that are associated with longterm survival. Six categories that described participants' perception of factors that they think enabled them to survive and their account of their experiences of survival in this study were identified: being spiritually grounded, having supportive interactions with providers, caring for children, setting personal goals, persevering and living life as usual, and maintaining strict medication adherence practices. Based on the responses in this study, one way of explaining these findings is that having a reason to live despite one's circumstance and living life as usual enabled survival. Having a strong spiritual foundation coupled with supportive family and providers motivated participants to live and adhere to their ART.
The reliance on social support, having a positive outlook, caring for family, and setting goals are coping strategies that have been described in other studies. In a study comparing the coping strategies of women with HIV that was well managed and HIV that was not well managed, Brody and colleagues found that those with well-managed HIV were more likely to describe active coping styles such as engaging social supports, setting realistic goals, and engaging in self-care. 24 Positive appraisal of the illness was also described as a coping mechanism that was associated with physical and psychological well-being. 25 Similarly, self-care and moving toward a healthier state were common mechanisms described by Mosack et al. 25 Religion and spirituality are important aspects of culture in Haiti. 26, 27 The role of having a supportive provider and healthcare team and the importance of religious support, as well as medication adherence, have all been previously cited. 28 Barroso described five dimensions of surviving AIDS that included normalizing, focusing on living, taking care of oneself, being in relationships with others, and triumphing. 29 Participants in our study also reported similar activities such as making self-care a routine, focusing on their goals, and triumphing or coping through faith. Being in close and trusting relationship with supportive family members was also cited.
A unique aspect of this study was that it was a crosslanguage qualitative study. Creole, one of the most common languages spoken in Haiti, has many dialects and syntaxes that may confer different meanings when translated. One concern raised by the GHESKIO staff and researchers was that during the process of translation, the underlying meaning may get lost with subsequent translations. A series of steps were taken to address this concern. Therefore, this study provides a framework for qualitative studies that are conducted in different languages.
There are some limitations in this study. It was done at one site. However, it is important to note that GHESKIO was one of the first sites to provide free ART, and thus long-term survivors are not currently identified at other sites at the present time. This was a self-selected population; however, the demographic approximates that of the population of people with HIV in Haiti. 23 Another limitation is the preponderance of women in this study, which may reflect the feminization of HIV in Haiti. 30, 31 While the sample size was 25, this is a pattern that is consistent with prior qualitative studies. 32 There was also a lack of a control group, which limits the ability to determine whether similar themes would emerge in a non-HIV population. The themes that emerged were based on patients' perceptions of factors that enabled their survival. Whether or not these actually enabled survival cannot be determined in this study. Given the sensitive nature of the questions that were being asked, participant identifiers were removed. Therefore, participant responses could not be linked to their clinical data.
Despite these limitations, our findings also have implications for clinical care and HIV program development. In this study, there was a heavy reliance on God and the role of God in their lives. Therefore, clinical practices that integrate access to spiritual resources may enhance coping for some patients. Religious perspectives also inform health beliefs and attitudes and should be considered in health promotion programs. 33 An important area for future work is to use these findings to inform interventions that will increase the likelihood of survival and enhance the quality of life of people living with HIV and AIDS in resource-poor countries such as Haiti. The study points to many resources that can be leveraged such as relationships with family and building strong ties to faithbased organizations. Educating healthcare staff on their role in promoting trust is also important.
Another important avenue for future work is to use these findings to develop programs that mitigate HIV-related stigma. In this study, some participants felt that they could not disclose their status to friends and family. Some described secretly seeking help or taking their medications in hiding. Reducing stigma has important implications for stemming the spread of HIV and for promoting treatment-seeking behavior. Studies among people living with HIV have found that more than half of the participants experienced stigma and discrimination following disclosure of their HIV status. Greater efforts toward reducing stigma are needed. 34 This study provided participants with an opportunity to share their survival stories or experiences and perceptions on living with AIDS for at least 10 years. The sharing of stories can provide patients who are often stigmatized or marginalized with a sense of power. 35 One participant said that he has never been asked about how he survives and welcomed this opportunity to talk about the past 10 years. He said, ''During those ten years that I am taking medication here, I have never found someone calling and asking me: how do you deal with the medication? But today it is privilege for me to do so.'' Another unique aspect of this study, is that it paints a portrait of Haiti that is not defined by death or hopelessness, but one marked by survival. Until there is a cure, programs that enable people to live full lives in the middle of their circumstances are needed. As the number of patients who are living longer with HIV in Haiti increases, results from this study will be important in helping to tailor interventions that enhance their overall quality of life.
